Conocimientos, prácticas, actitudes y opiniones sobre limitación del esfuerzo terapéutico en niños del personal de salud del departamento de pediatría de un hospital universitario en Colombia ABSTRACT Introduction: Concepts like Limitation of Therapeutic Effort (also known as End of Life Care [ELC]) are vital for daily practice. Objective: To identify the knowledge, practices, attitudes and opinions about ELC in a Pediatric service. Method: Descriptive observational cross-sectional study. Structured survey. Results: 121 surveys (80% of the population) were evaluated. 96% of the people know the term ELC, 91.5% have been in contact with at least one case, but only 25% consider having received training in the subject during their training, in 86% of cases the decision to ELC was taken in a multidisciplinary meeting or in conjunction with the family. Conclusions: Respondents are familiar with the term ELC, very few were trained during their training. We consider it necessary to develop educational tools and support with regard to pediatric palliative care for health personnel in charge of pediatric patients. Keywords palliative; knowledge; passive euthanasia; end of life care.
Introduction
In the model of care of the Pediatric Service of the Hospital Universitario San Ignacio (HUSI), an awareness-raising process has been developed since 2011 on issues related to palliative care and end-oflife dilemmas, such as the limitation of therapeutic effort (LTE), which has generated a process of reection on the subject in the academic and health care community.
Worldwide, pediatric palliative care is relatively new (1, 2, 3) , and it has increased in recent years, due to the fact that incurable catastrophic illnesses have increased (4). For this reason, in 2000 the Bioethics Committee of the American Academy of Pediatrics published guidelines for the implementation of palliative care in children (5) .
Baseline studies have shown that one of the main limitations in the application of palliative care is the lack of education and training about this issue during medical training. Flórez et al. (6) showed that only 13% of pediatric residents and pediatricians have received training in palliative care, and 57.1% have received it through a partner, or through selflearning.
Although there is controversy regarding the term, LTE can be dened as the clinical decision of not initiating or stopping a therapy, treatment or diagnostic means to a patient in whom this does not modify in any way the behavior or the course of the condition, given the irrecoverable conditions of his/her illness and prognosis, and that, on the other hand, can cause him/her more damage or suffering; that is, when the therapeutic measures are considered extraordinary or disproportionate for the objective to be achieved in the particular context of that patient (7, 8, 9, 10) . e great confusion that exists between LTE, dysthanasia and orthotanasia, as well as the lack of knowledge of the extent to which it is ethical to limit treatment, what measures we can take and in which cases, leads us to critical, ethical and emotionally very complex situations that hinder decision making.
Several studies have been carried out worldwide to evaluate the importance of education on this topic, and a clear need to receive more training focused on palliative care during the training process has been demonstrated. e purpose of this article is to identify the knowledge, practices, attitudes and opinions on LTE of the health care and academic personnel of the pediatric service of a general university hospital in Bogotá, Colombia.
Materials and Methods
e literature on the subject was reviewed, and then the research group created a survey of 16 structured questions that included social, personal and cultural aspects that seem to inuence the decision making on the part of the health personnel who manage patients with catastrophic illnesses.
In the period between July and September 2016, all the staff of the pediatric service were invited to participate, anonymously and voluntarily. In total 121 of 150 eligible people participated.
Data were collected and an independent statistical analysis was carried out using the statistical package R (11), which reports measures of central tendency for quantitative variables, and of frequencies for qualitative variables.
Results
80% of the people who were invited to participate answered the survey. Of 121 participants, 26 (21.5%) were pediatricians, 40 (33%) pediatrics residents, 18 (14.8%) registered nurses, and 37 (30.5%) nursing assistants. e average age of the personnel surveyed was 33 years, with a standard deviation of 7.4 years. Of this group, 84% professed some religion, the most frequent being Catholicism, followed by Protestantism, without encountering other religions. 16.5% declared that they do not practice any religion.
96.7% of people have heard the term LTE. e majority would perform LTE on themselves or their relatives, and consider that it is legal in Colombia and is different in children and adults (Table 1) .
Table 1 Opinions of people who know the term LTE (n=116)
Of the 55% of people who considered that there are differences between children and adults, 22% considered that this was due to mental capacity, 26.5% to legal reasons, 58% to life expectancy, and less than 1% for other reasons.
Of the people who knew the term LTE, 91.5% had been in contact with at least one case in which said procedure was performed; in 79% of the cases the decision had been made by a medical team, in 1.9% the decision had been taken exclusively by the treating doctor, and in 1.7% it had been taken by the doctor and the family. Only in 0.9% of the cases the decision had been taken exclusively by the family. 96% of the people surveyed agreed with the decision made, while 4% disagreed.
Regarding the interventions that are part of LTE, the responses were varied: 96.5% of people considered that pain management is part of basic care, even in cases of LTE. Similarly, 98% believe that the dispensation of oxygen is part of this management. Overall, 80% do not think that LTE means stopping all medical intervention (Figure 1 ). e majority of the respondents considered that the LTE issue is very important, they report having received little training, and all felt that LTE should be included in the training programs (Table 2) .
Table 2
Opinions on the limitation of therapeutic effort (n=121)
Discussion and Conclusions
Like all human beings, children have the right to live with dignity and to die with the same dignity, since death is part of their lives. Hence, always, and even more in the imminence of death, there must be a broad and open dialogue between the health team, the patient and the parents of the child, so that 4 decisions can be made in favor of the best interests of the minor (12,13).
Some of the factors that had initially been considered could inuence end-of-life decisionmaking were not identied as barriers in this study; for example, religion, since the great majority of respondents professed some religion, which is in keeping with the studies on this subject (14).
e vast majority of the respondents consider the topic of end of life and LTE important; however, they believe that the training that they have received is limited and insufficient. It is therefore essential that in the future this training be included in the undergraduate and graduate programs in the area of health sciences (2, 4, 15) . In Colombia there are few reports on the subject. In 2015, a 2011 report was published (6) that showed that graduate and trainee pediatricians have little knowledge about palliative care (13% of 359 respondents). In 2014, a senior thesis reported that in a children's hospital in Bogotá, 64.8% of the 85 respondents considered hospital LTE to be important (16). is phenomenon is not unique to Colombia: according to general reports analyzed in the study by Chiu et al. (17) , both graduate doctors and medical students consider that they received little training in palliative and end-of-life care.
On the other hand, different teaching methodologies have been studied, among which are: lectures on pain management, conferences with parents of children with chronic diseases or deceased, training seminars about how to give bad news (with a duration of two hours for rstyear residents), quarterly case discussions with the ethics group and monthly information sessions for residents during their rotations in intensive care units and pediatric hematoncology (18).
Coverage in palliative and end-of-life care in Colombia is limited, particularly for children, as the number of trained personnel is limited and there are no pediatric palliative care training programs. In the same way, within the medical school curriculum there are no subjects about palliative care for adults or children. In a study conducted in 2014 in Colombia it was found that less than 5% of the undergraduate medicine and nursing programs include palliative care as a specic subject (19), which is in accordance with the situation of the region (20) .
is is the rst study about knowledge, practices, attitudes and opinions about LTE in the HUSI. Since 2011, there has been an awarenessraising process in this hospital-particularly in the Pediatric Service-and since 2016 the hospital has a pediatrician with formal training in pediatric palliative care.
Although there is a limitation regarding training in pediatric palliative and end-of-life care in children in Colombia, the Department of Pediatrics at HUSI has achieved an awareness about the subject of end-of-life; this has allowed health personnel to recognize that this subject is essential for their professional practice and to consider that it is necessary to increase their formal and non-formal training. e vast majority of the staff has been in contact with LTE cases and has agreed with the decisions taken. According to the data of this study, although there is a lack of knowledge on the subject, this is not a reason to consider LTE as taboo or inappropriate in children.
It will be necessary to evaluate if the members of other departments of the HUSI share the perceptions of the members of the Department of Pediatrics regarding LTE in children; we will also have to explore the attitudes and perceptions of the members of other pediatric departments in Colombian about end-of-life care in children.
